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Supplementary Material Table 1. 
NINDS-funded Studies Referenced for the CDE Project

Studies included in the initial study forms 
and MOP review

Studies included in the data mapping 
validation exercise

 Acute Secondary Adrenal Insufficiency after Moderate and 
Severe Head Injury; Pejman Cohan, MD, Principal Investigator1

 African-American Antiplatelet Stroke Prevention Study 
(AAASPS); Philip B. Gorelick, MD, MPH, FACP, Principal 
Investigator2

 Carotid Occlusion Surgery Study (COSS); William J. Powers, 
MD, Principal Investigator3

 Carotid Revascularization Endarterectomy vs. Stenting Trial 
(CREST); Robert W. Hobson II, MD, Principal Investigator4

 Combination Therapy in Patients with Relapsing-Remitting 
Multiple Sclerosis (COMBI-RX); Fred Lublin, MD, Principal 
Investigator5

 Depression and Health Outcomes in Refractory Epilepsy; Frank 
G. Gilliam, MD, MPH, Principal Investigator6

 Early Randomized Surgical Epilepsy Trial (ERSET); Jerome 
Engel, Jr., MD, PhD, Principal Investigator7

 Hypopituitarism after Moderate and Severe Head Injury;  
Daniel F. Kelly, MD, Principal Investigator8

 Hypothermia during Intracranial Aneurysm Surgery (IHAST 2); 
Michael M. Todd, MD, Principal Investigator9

 Insulin Resistance Intervention after Stroke Trial (IRIS); Walter 
N. Kernan, MD, Principal Investigator10

 NINDS tPA Stroke Trial (NINDS - tPA); John Marler, MD, 
Principal Investigator11

 Northern Manhattan Study (NOMAS); Mitchell Elkind, MD, 
MS, Principal Investigator12

 Parkinson's Disease Data and Organizing Center (PD-DOC);  
Roger Kurlan, MD, Director13

 A Pilot Trial of IV Pamidronate for Low Back Pain; Marco 
Pappagallo, MD, Principal Investigator14

 Reasons for Geographic And Racial Differences in Stroke 
(REGARDS); George Howard, DrPH, Principal Investigator15

 Secondary Prevention of Small Subcortical Strokes (SPS3); 
Oscar Benavente, MD, Principal Investigator16

 Veterans Health Administration Cooperative Study of Deep 
Brain Stimulation for the Treatment of Parkinson's Disease; 
Frances Weaver, PhD and Kenneth Follett, MD, Study Co-
Chairs17

 Vitamin Intervention for Stroke Prevention (VISP); James F. 
Toole, MD, Principal Investigator18

 Warfarin vs. Aspirin in Reduced Cardiac Ejection Fraction 
(WARCEF); Patrick Pullicino, MD, Principal Investigator19

 Albumin in Acute Stroke Trial (ALIAS); Myron D. 
Ginsberg, MD, Principal Investigator20

 A Multicenter, Double-Blind, Futility Study of 
Minocycline and Creatine in Subjects with Early 
Untreated Parkinson's Disease (PD) or Futility Study I 
(FS-I); Karl Kieburtz, MD, MPH, Principal 
Investigator21

 A Multicenter, Double-Blind, Pilot Study of CoQ10 and 
GPI 1485 in Subjects with Early Untreated Parkinson's 
Disease (PD) or Futility Study II (FS-TOO); Karl 
Kieburtz, MD, MPH, Principal Investigator22

 North American Symptomatic Carotid Endarterectomy 
Trial (NASCET); Henry J. M. Barnett, MD, Principal 
Investigator23

 Trial of ORG 10172 in Acute Stroke (TOAST); Harold 
Adams, MD, Principal Investigator24
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Supplementary Material Table 2. Number of Studies Reporting Data, by Domain
DOMAIN DATA TOTAL TIMES 

REFERENCED
(out of 53 studies)

PERCENTAGE 
of TIME 

REFERENCED

Screened/Enrolled/ 
Completed

Study Design 52 98.1
Ineligibility Reasons 39 73.6
Lost to follow-up 
reasons 22 41.5

Demographics

Age 51 96.2
Sex 50 94.3
Race/Ethnicity 22 41.5
Smoking 20 37.7
Alcohol 3 5.7
Employment Status 2 3.8
Education 2 3.8
Marital Status 0 0

Medical History

Medical History 47 88.7
Disease Duration 20 37.7
Medications 18 34
Neurological History 18 34
Age at Diagnosis 13 24.5
Risk Factors 13 24.5

Physical Exam

Current Symptoms 35 66
Diagnosis 27 50.9
Severity 20 37.7
Weight 19 35.8
Height 8 15.1
BMI 6 11.3

Ongoing Status

Adverse Events 50 94.3
Recent Symptoms 32 60.4
Con Meds 30 56.6
Labs 28 52.8
Disease Baseline Score 22 41.5
Functional Disability 12 22.6
Diary Cards 8 15.1
Diet 3 5.7


